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Preface 
 
At the age of 14, I came into contact with dementia for the first time. I was at my friend’s house, as 
were her grandparents. Her grandmother was wiping the floor and when my friend and I passed her, 
my friend’s grandfather grabbed my arm and said a bit angrily that “I should not walk through the dust”, 
that “she just did this work” and that I was “ruining it”. This was my very first meeting with the 
grandparents of my friend and I was quite shocked. I did not mean to ruin anything; I just stepped over 
the dust very carefully… My friend took me upstairs and told me about her grandfather: that he had a 
disease and was not himself anymore. On later occasions when I saw him, he was only sitting in his 
wheelchair, saying nothing anymore, staring into nothing. 
 
A few years later, my own grandmother started to forget things she had always known and taken for 
granted. Where were her keys? How did she used to wash her face? She did not know. In the 
beginning she told me that she found it really annoying. My grandfather did not know how to handle 
the situation and responded to her by saying things like “You know that your keys have been in this 
drawer for twenty years now”, which made her even more confused. When her forgetfulness got 
worse, she was diagnosed with Alzheimer’s Disease, the most common form of dementia. In the 
middle of the night she stood up and told my grandfather to hurry, for the children had to go to school. 
She accused him of having kidnapped her, used aggressive language she never used before and 
acted aggressively as well. At a certain point the situation was not manageable for my grandfather 
anymore: my grandmother was admitted to a nursing home. The whole situation had a big impact on 
my grandfather. He was very sad and confused by the fact that his lovely wife, with whom he never 
had a fight in their 60-year marriage, had changed so much and often even did not recognize him as 
her husband anymore. I heard his stories about it but never experienced my grandmother in an 
aggressive mood. Later, when I visited her, I saw a very old lady who did not really look like the way 
she used to look. Sometimes she reacted on me, but often she did not. She was in a, what medics 
call, advanced stage of dementia. It seemed like she was in ‘another world’, one that I could hardly 
enter. Last February, during my fieldwork, my grandmother died of the side-effects of dementia. 
General breakdown of her body caused internal bleedings and the morphine that she got to handle the 
pain was the final step for her body to give up, after her brain gave way already some time before. 
 
So I have experienced the impact dementia can have on the diseased person him/herself from close 
by, but moreover I have also experienced its impact on the social environment of the person. This 
aroused my interest for what dementia does to a person and how others deal with it in certain ways, 
and I decided to take a closer look at this, by conducting research on this multifaceted topic from an 
anthropological viewpoint. What does the process of dementia do to ones personality, and ones 
personhood? And how is our perception of people with dementia translated in how we relate to them 
and how we have organized their treatment? 
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The thesis that lies in front of you is part of the completion of my Master’s studies Cultural 
Anthropology and Development Sociology at Leiden University. This thesis consists of a written and 
an audiovisual part. In this written part I will occasionally refer to scenes in the documentary ‘The 
Unraveling’ to emphasize and illustrate the arguments I make. These scenes are referred to by a 
timecode – for example [ 00:12:34 – 00:13:15 ]. I will also refer to other scenes that are not included in 
the documentary, but that are still relevant as they underpin my research findings that support my 
thesis. These scenes are referred to as clips – for example [ clip 1 ]. In the PDF-version, all these 
references are hyperlinked to the associated clips. The timecoded scenes can be looked up in the 
online version of the documentary, that is to be found here. The hard-copy-version of the thesis has a 
DVD included, to be found in the backside of the thesis. On this DVD there is the complete movie, as 
well as the individual clips. 
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1 – Introduction 
 
It is nine o’clock in the morning and I walk down stairs. I enter the living room of the Herbergier, that is 
also used as dining room and kitchen. One big table in the middle is fully set for breakfast, but there is 
no one sitting at the table yet. I look around: no residents to be seen. Isn’t this a nursing home for 
dementing people? Shouldn’t the ‘patients’ be woken up early in the morning, and have breakfast all 
together at the same time? Ah, there is An, still in her pyjamas, without glasses and her hair in all 
directions. She grabs my hand, gives me a kiss, says ‘You are sweet’, and turns around, back into the 
corridor where she came from. A staff-member in the kitchen explains that in the Herbergier every 
guest – no ‘patients’ or ‘residents’ – decides his or her own schedule. If someone sleeps until 6 or until 
12, it does not matter. “We want them to keep living their life as they used too, as much as possible”. 
This also becomes visible in the wide choice of breakfast and lunch, and the options for activities 
during the afternoon. There are hardly any set rules and the door is always open. In the Herbergier 
negotiation between staff and guests is very important. But that is not always that easy, for dementia 
often affects speech very soon in the process, as it does other ways of communication, not least by 
the fact that people get forgetful and entangled in their own stories and realities. For family and 
caretakers it is a great challenge to maintain a relationship and to understand as much as possible 
what they want to communicate. In order to do this they need to develop a (new) kind of sociality that 
fits the dementing person. What is all involved in communicating with dementing people and what is it 
in the person that changes as a result of dementia? How does this disease affect learned behaviour 
like social behaviour and what does it do to what may be called ‘personality’? How can caretakers deal 
with the dementing person and, at least as interesting, how to deal with him/her as family members?  
 
1.1 - Dementia 
Although dementia
1
 is a quite common concept, it is also a bit ‘vague’ because of the many forms and 
stages the disease manifests itself in. Besides, the conceptualization depends on the perspective from 
which one tries to understand it – for example a medical, psychological, or anthropological 
perspective. A medical and psychological perspective can be found in the description of dementia of 
the organization Alzheimer’s Disease International (ADI) (I quote fully, for I think this explanation of 
dementia is very clear): “Dementia is a collective name for progressive degenerative brain syndromes 
which affect memory, thinking, behaviour and emotion. Symptoms may include: loss of memory, 
difficulty in finding the right words or understanding what people are saying, difficulty in performing 
previously routine tasks and personality and mood changes. Dementia knows no social, economic, 
ethnic or geographical boundaries. Although each person will experience dementia in their own way, 
eventually those affected are unable to care for themselves and need help with all aspects of daily life. 
There is currently no cure for most types of dementia, but treatments, advice, and support are 
available” (Alzheimer’s Disease International 2013).  
 
                                                     
1
 Sometimes the terms ‘dementia’ and ‘Alzheimer’s’ are used interchangeably. I will use the term ‘dementia’, for 
Alzheimer’s is only one (although the most common) form of dementia. When the term ‘Alzheimer’s’ appears in 
my text, for example in a citation, also ‘dementia’ can be read. 
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To summarize, dementia is a slowly developing, progressive condition that also reduces the life 
expectancy of the patient. It implies a loss of cognitive ability, starting with the loss of memories. 
Another aspect has to do with language. People with dementia get problems with finding words and as 
the disease progresses speech becomes increasingly impoverished and the ability to understand 
language deteriorates (Miller 2001, 423-425). This means that communicating with dementing people 
becomes difficult. Change of behaviour is also an important aspect of dementia. People often do not 
know ‘who they are’ anymore and lose many of their acquired skills. But in spite of this, dementing 
people often retain a certain behaviour that is specific for that person (Chatterji 1998: 362-368). This 
behaviour is very likely to be (unconsciously) embodied by this person during his or her (early) life, by 
imitation or intensive training. 
 
Anthropologist Lawrence Cohen describes dementia as a form of senility: “The perception of 
deleterious behavioural change in someone understood to be old, with attention to both the biology 
and the institutional milieu in which such change is marked, measured, researched, and treated” 
(Cohen 2006: 1). From an anthropological perspective, dementia is an interesting topic, for it covers 
many aspects that are related to the influence of the physical condition (healthy or diseased) on 
learned behaviour, which is to be considered as culture. It is a disease with physical causes, but with 
big consequences for cognitive abilities and the mental wellbeing of the diseased person and with 
heavy impacts on his/her social and communicative skills, and thereby on his/her social relationships. 
The way in which the social environment of this person deals with this situation of loss of memory and 
changing behaviour, and with what is often called a ‘changed personality’ (Kitwood 1997: 13-15), is 
something that really intrigues me.  
 
In 2010, there were around 35.6 million people suffering from dementia worldwide. Alzheimer’s 
Disease International expects this number to be doubled every 20 years, to an estimated 65.7 million 
in 2030 and 115.4 million in 2050. This is due to improved health care. Many people are living longer 
and healthier lives, causing a growing amount of older people. This group of people aged 60 and over 
is the main group that is affected by dementia. In the Netherlands, dementia is the 4
th
 main cause of 
death. The chance of someone getting dementia at a certain moment in his or her life is 20 percent. 
The older, the bigger the chance to get dementia: less than one percent of the people between 60 and 
65 years old have dementia, while more than 40 percent of the people older than 90 years old have 
the disease. In the Netherlands at this moment there are approximately 256,000 people with 
dementia, of which more than 80,000 are currently living in nursing homes. The amount of people with 
dementia will increase in the future, with a peak in 2050 of approximately 565,000 diseased people 
(Alzheimer Nederland 2013).  
 
In the Netherlands it is the custom that when a person gets diagnosed with dementia, s/he will live 
independently until s/he cannot take care of him/herself anymore: then a nursing home will come into 
view. This moment will mostly be deferred as long as possible, by helping this person with his/her daily 
chores and routines, mainly through personal care. In the first stages of the disease care will consist 
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mostly of accompaniment, but in time this will turn into nursing care more and more. This can be done 
by relatives, in Dutch called ‘mantelzorgers’, but also by professionals in home care. There are also 
day care programs for dementing people, when they still live at their own home, but need supervision 
that they cannot receive during the day, or just to give them something to do or to discharge 
‘mantelzorgers’. At this moment the organisation of care for dementing people is a much discussed 
topic in Dutch politics, because economical cuts and decentralisation of health care (the responsibility 
of social welfare is handed down to the municipal level), require reorganisation of health care. In fact 
care has become a ‘product’ that has to be bought. Dementing people get an indication of the intensity 
of the care they need, and based on that decisions are made about how much money they will receive 
from their insurance to spend on a certain amount of time of professional home care they may receive. 
The label of the ‘intensity of care package’ (‘zorgzwaartepakket’ in Dutch) also determines if one is in 
the ‘right’ stadium to be allowed into a nursing home. The reorganisation of health means in practice 
that there is less money for professional care, so instead of professional home care there is an 
increasing call upon ‘mantelzorgers’ and the label of ‘intensity of care package’ to be ‘allowed’ in a 
nursing home is shifted to an increasingly high level of severity of the disease. People with dementia 
thus stay longer at their own place, with the need for more help from their personal relatives. 
Alternative options are to be found in private care institutions, like the Herbergier. I will come back to 
this later in paragraph 1.6. 
 
1.2 – Personality and Personhood 
Personhood and personality are terms that are very often to 
be seen in writings about dementia. Often they are used 
interchangeably, but they are not the same. Personality 
relates partly to the acquisition of values and attitudes by 
the individual, leading to certain behaviour, as Barnouw 
(1973) describes: “Personality is a more or less enduring 
organization of forces within the individual associated with a 
complex of fairly consistent attitudes, values, and modes of 
perception which account, in part, for the individual’s 
consistency of behaviour” (Barnouw 1973: 10). The term 
‘personality’ thus focuses on the person from an 
individualistic, psychological approach. ‘Personhood’ on the 
other hand, has to be understood as a social construction, 
and can be seen as a person’s role or position in society: 
“Personhood is an analytical term used by anthropologists 
to indicate who, within any given culture, is considered to be 
either a fully functioning and accepted member of adult society, or, in the case of children, who is 
considered to being on the way to being a fully functioning and accepted member of adult society. 
Personhood thus entails the attainment of physiological, psychological and social competence as it is 
“It all started when she wasn’t 
herself anymore. We didn’t 
recognize our mother anymore. 
She had those periods of... When 
previously she could really look 
forward to something, and things 
she got really happy of, now made 
her sad or very rebellious, in a 
way that I thought: ‘Mum, why do 
you react like this?’ – we could 
even be angry at her sometimes. 
But we had no idea yet.” (Tanja – 
daughter of Annie) 
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defined by a given culture. … To achieve full personhood within a given culture, one often must follow 
social norms of conception, birth, marriage, death, and ancestorhood” (Appell-Warren 2014
2
). 
 
According to a Western notion, personality has mainly to do with individualistic aspects like character, 
behaviour, skills, agency, autonomy, and self-reliance, and according to Leibing (2006) also with 
reflexivity and communicability (Leibing in Leibing & Cohen 2006: 243). Some of these aspects are to 
be seen as part of personhood – this makes it difficult to distinguish those two concepts from each 
other. In short personality deals with behaviour of the individual, originating from one’s personal 
beliefs, expectations, desires, values, and attitudes, and  the social environment and especially those 
close relatives and friends ‘know’ a person by how this personality is displayed. It is that what makes 
one a unique person. Personhood is about how others consider a person, a ‘status’ one achieves by 
performing his/her personality in society. It depends on one’s social environment and how that 
environment evaluates one’s contributions to society. In fact, personhood is a social construct, that 
has to be ‘granted’ by others, for it arises in interaction. 
 
Most of the personality aspects mentioned above are very likely to change during the process of 
dementia, as already mentioned. It can be seen as different layers of  a person’s personality, that 
becomes visible when it starts to change or disappear. Dementia thus shows us what layers our 
personality consist of, or at least what layers are important for us to define someone as a specific 
unique person, causing the idea of  ‘not recognizing him/her anymore’. Losing these layers however, 
often means a change or loss of one’s personhood: one’s ability to function as a member of society. 
 
Where personality is thus something personal, personhood is formed by interaction with the social 
world that surrounds us. Stryker (1980) describes the relationship between an individual and the 
society as reciprocal (Stryker 1980), meaning that someone’s personality is ‘called up’ in the course of 
interacting with others (Applerouth & Edles 2008: 477-478). The way this personality is considered by 
those others, defines ones personhood. Then what does it mean, in terms of social performance and 
interaction with others, when someone cannot interact with others like s/he did before? When s/he no 
longer recognizes once well-known faces, and has lost his/her memories of earlier encounters? This is 
a well-known aspect of dementia, and especially close family often has trouble with this, when they 
wonder if, for example, their mom or dad still recognizes them (Taylor 2008). Does it mean, as Stryker 
claims, that the dementing person loses his/her personhood when s/he cannot interact in the 
reciprocal way anymore as before, by getting excluded from society because of this? And what does 
this teach us about what happens in the space of care institution the Herbergier? 
 
Goffman (Applerouth & Edles 2008: 477), like Stryker, writes from the perspective of symbolic 
interactionism
3
. His concepts ‘demeanor’ and ‘deference’ are terms for different kinds of interaction 
that define personhood: demeanor being people’s conduct or visible presentation (conduct, dress) and 
                                                     
2
 http://www.lauraappell-warren.com/personhood-self-and-identity.html 
3
 Symbolic Interactionism studies meaning and communication. It looks at the process of interaction in the 
formation of meanings for individuals.  
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deference being acts to convey appreciation and respect (honour, dignity) that establish and re-
establish interpersonal relationships, which defines someone as a social person. Through the actions 
of deference and demeanor, personhood is formed: “By expressing oneself to be a well or poorly 
demeaned person, an individual simultaneously bestows or withholds deference to others. The 
reciprocal nature of deference and demeanor is such that maintaining a well-demeaned image allows 
those present to do likewise as the deference they receive obligates them to confer proper deference 
in kind. Each is rewarded for his or her good behaviour by the deference that person reaps in turn. 
Yet, whether or not an individual is judged to be well demeaned is determined not by the individual 
himself but, rather, by the interpretations others make of his behaviour during interaction” (Goffman 
1956 in Applerouth & Edles 2008: 484-485). What does it mean for one’s personhood, when a person 
gets dementia and starts behaving and interacting differently due to the unraveling of his/her 
personality, and for example loses self-control (a ‘demeanor-aspect’)? How is s/he judged by others? 
How do others ‘read’ this person when s/he is not able to express him-/herself as s/he did before? 
How does this influence his/her personhood? 
 
1.3 - Research Question 
The question that is central in this research has to do with the revealing nature of dementia, that 
unravels the person suffering from the disease: 
 
‘How is the unraveling of personality, as a consequence of dementia, understood and acted upon by 
those close relatives and caregivers of four persons with Alzheimer disease living in the Herbergier in 
Arnhem, and what does the process reveal about personhood as social construction and the 
consequences of its loss?’ 
 
By answering this question, I hope to make clear that dementia is more than just being forgetful. It is a 
disease that breaks down the brain, and as a consequence cognitive functions will fall out step by 
step. This might give us insights in several socio-cultural defined layers that together construct 
someone as a (social) person. Because it is about social constructions of personhood, it is not 
sufficient just to look only at the dementing person him- or herself – the family and caregivers are 
equally important in how they relate to the person and maintain his or her personhood. Therefore I will 
focus on the following sub questions: 
 
- ‘How has dementia affected the personality of the 4 main characters in this research?’ 
Here I will focus on behavioural patterns, memories, and all other aspects of the four main characters 
in my research that define them as unique social beings, and that get affected by dementia. 
 
- ‘How do family of my four main characters and caregivers deal with the shifts that take place in their 
relationship with this dementing person?’ 
This question attempts to reveal the ways in which a personal relationship between a dementing 
person and his/her close social environment changes. A main focus will be on interaction. The way 
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people communicate with and about a dementing person, and the way they deal with the situation of 
being confronted with a ‘personality changing disease’, gives information about how they perceive this 
person and how they define personality in general. 
 
- ‘What is the consequence of changes in personality for the ‘status’ of one’s personhood as a social 
construction, and what does this mean in practice?’ 
Personality is the way of being of a person, while personhood reveals itself in how one performs and is 
reacted upon in interaction with others. Building on the former sub question, this question deals with 
what happens to a dementing person’s personhood if, due to personality changes, interaction with 
family and staff alters. Here I will compare literature with my findings in the field.  
 
1.4 – Methods and Cinematic Approach 
To answer these questions, I conducted field research in a private small-scale care-institute. During 
two months I lived here, and participated in this institute’s daily life 24 hours a day, seven days a 
week. This intensive living-together with around 16 dementing elderly, made me able to really dive into 
the world of dementia, to see what this disease really means and what is all involved. During extensive 
observations, part of which I recorded with a video camera, I focused on the way these dementing 
elderly expressed themselves; their way of being, but also on how caregivers and visiting family 
interact with them and deal with the ever-changing situations that dementia implies. I also performed 
participant observation, participating in some daily tasks of the employees, like helping guests during 
mealtimes, accompanying them on trips to the café or during a ride with the car, and sometimes also 
with daily care. Doing this enabled me to experience their daily job, and their dealing with the 
dementing guests, but also to interact directly with the guests of the Herbergier.  
 
Because my main focus was on behavioural expressions and interaction, I used visual methods within 
my research. Behaviour, communication, and emotions: all these aspects play an important role and 
all are observable aspects of behaviour, that would not come into their own only by textual (in terms of 
written) description (MacDougall 2006: 56-60). For example personality: describing this, while it is 
something that consists of various aspects and layers (of which embodied behaviour is a very 
important one), would not cover this topic: showing it on video provides much more information and 
reveals the composite nature of that reality. Furthermore, visual media recover a dimension of human 
experience that is often lost in texts: it evokes the senses of the viewer and makes a topic more alive 
(op.cit. 57-58). 
 
I recorded every day in the Herbergier in an observational style. This means that I tried to capture 
what happened as ‘natural’ or ‘factual’ as possible, without intervening in the situation. Important to 
note here is that I do not pretend I was a ‘fly on the wall’, like if I was not there. It was even very 
important that I was known and trusted by the people I filmed. Young explains this: “The ideal was 
never to pretend that the camera was not there – the ideal was to try to photograph and record 
‘normal’ behaviour. Clearly what finally has to be understood by this idea is that normal behaviour 
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being filmed is the behaviour that is normally for the subjects under the circumstances, including, but 
not exclusively, the fact they are being filmed” (Young 1995 [1975]: 101). 
 
Besides the observational style in which I recorded everyday life in the Herbergier, with a focus on 
behaviour, communication, and emotion, I also recorded interviews with family of my main characters 
and a focus-group interview with staff members of the Herbergier. I could not interview the ‘guests’ 
because reflective conversations with the guests themselves are not possible. Although Bob Zijlstra, 
one of the main characters in my research, is able to reflect on his own situation more or less  
[ 00:28:40 – 00:29:45 ], his ability to take distance from his own situation is only to a certain level and 
he also indicates that he is not sure about the information he provides. Reflective conversations with 
the other three main characters are not possible because, in the cases of Annie and Resi, the 
advanced state of their dementia or, in case of Jan, because of his denial that he is suffering from 
dementia. The fact that informative, reflexive conversations with my main subjects were not possible, 
required inventiveness for me as an anthropologist who wants to figure out the vision of the 
participant, to conduct this research. Therefore I used other sources to try to understand my 
participants: besides interviews with family and caring staff who also try and think to interpret their 
dementing relative in a right way, the visual methods I used helped me to hear what people actually 
said in interaction and to see (behavioural) patterns by watching records over and over again. 
Important to note however, is that because an opportunity to verify my findings as an ontological basis 
of understanding their reality was missing, I will never be able to fully or sometimes not even partly 
understand the dementing people in my research. This touches relevant anthropological questions 
about mankind. How can we interpret a human being, what is a human being? And what is ‘left’ of this 
human being when s/he gets dementia and is not able to reflect on his/her own vision? What is left of 
culture of socialization of the person as result of dementia? These are relevant, but also ‘big’ and 
philosophical questions. I took them into account during my research, but I do not want to dwell on 
them too much in this thesis, for they lead me beyond the scope of this research. They cannot be 
answered that short and easy and to try to do this just as part of this thesis will not do justice to this 
topic. It would require a completely different research to do so. Therefore I decided to focus on how we 
may interpret the loss of personhood and personality of the four dementing persons in my research, as 
well as the visions of family members and caring staff through existing anthropological perspectives 
and how I experienced my interaction with them myself. Some subjectivity should thus be taken in 
consideration.  
 
The outcome of the analysis of my recorded observations is the documentary ‘The Unraveling’. It 
shows the four main characters, Jan, Resi, Bob, and Annie, during their daily life in the Herbergier, 
and their social environment: their own experiences, the experiences of their family including the 
process of acceptance and loss, the way they express themselves and the way they interact and are 
interacted with. The body of this documentary is formed by the observational cinema style filmed 
scenes, complemented by parts of the interviews and feed-back sessions I held with the family of my 
main characters. During these feed-back sessions I showed them some fragments of their relative, to 
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observe their reaction when they are directly confronted with certain situations, instead of just talking 
about it. Sometimes this evoked emotions, clearly to be seen in the interview with Bob’s daughter Usi, 
that I probably wouldn’t have seen when we just talked about the situation during the interview, without 
showing the associated fragments. These emotions enabled me to go deeper into the family member’s 
experience of the disease of their relative.  
 
The interviews provide insights in the way the children of Jan, Resi, Bob, and Annie experience their 
parent and the disease s/he has, and how they deal with this. Every shown interview-scene focuses 
on a different aspect, that seemed relevant and typical for the relationship between that interviewee 
and her
4
 parent and/or the dementia. At the same time, similar experiences were told by all the 
interviewees during the several interviews. This shows that although every process of dementia is 
different, the experiences of the children of the diseased person seem to be quite similar when it 
comes to their changing roles and saying farewell. In the film this can be seen for example in the fact 
that both Jan’s daughters as well as Annie’s daughter tell about the changed roles from the moment 
the disease was diagnosed. Bob’s daughter indicates this as well, but takes it to another level by 
saying that she feels that she is not on an equal level with her father anymore.  
 
As mentioned, I also held a focus-group interview with eleven staff members of the Herbergier. This 
was on voluntary basis outside working hours, so the composition of the group depended on who 
wanted to join in this group conversation. In this interview I posed open questions about their 
experiences with dementia in general and with my main characters in particular. I also discussed 
Kitwood’s ‘ten kinds of communication’ (1998) with them - a model that I wanted to apply to the 
situation in the Herbergier, on which I will come back later. I described these ten kinds of 
communication on cards as elicitation-method to discuss what ways of communication the staff 
members recognized as being used in the Herbergier. During editing I decided to leave this group 
interview out of my documentary. It created a more distant and clinical view at the four main 
characters. This would result in a sense of alienation that worked counterproductive to what I try to 
accomplish with the film: to understand the world of dementing persons and how their relatives engage 
with them. Besides, it turned out that using the group interview would break the ‘flow’ of the film, and 
together with the interviews with the family members it would take too much time spend on interviews 
in the film, while my main aim is to show what happens in daily life, in an observational style. 
Therefore I differentiated between the different aspects of the research that I wanted to show in the 
documentary, and what I would use as research-data in the text. I decided to include the interviews 
with the family on the one hand, and the observational recorded scenes of the staff dealing with the 
dementing guests in daily life on the other hand. I was not able to record a lot of interaction between 
guests and their family, for they were not that often in the Herbergier that they got used to me and my 
camera. When I recorded them, they often seemed to be too much aware of that and behaved 
different then when I turned my camera off – except for Jan’s daughter Maud. Therefore I decided that, 
besides not to show interview with the staff, I kept the interaction between guests and family mainly 
                                                     
4
 Accidentally, all the interviewees are daughters of my main characters. However, Tanja, daughter of Annie, is 
accompanied by her husband Theo. 
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out of my film (with two exceptions, namely the scene with Jan and his daughter and the scene during 
the interview with Annie’s daughter and son-in-law). This emphasizes the fact that their contact is 
much less than the contact between guests and staff. Family come to the Herbergier as visitors, while 
the staff has much more intensive contact on daily basis. This intensive daily contact and interaction is 
shown, and by showing family only in a more ‘static’ way (in an interview set-up), I want to make clear 
that their attachment is of a different level, although they might not be aware of it. Staff members deal 
with the dementing person as s/he is right now, while family looks at it from a more distanced view, 
with references to the past. I will come back to this later. 
 
The film ‘The Unraveling’ does not show complete portraits of these four persons, but it does show 
several dimensions of dementia and what is involved in the social process of this disease.  
 
1.5 - Ethics 
During my fieldwork I have always been as clear as possible about my position in the field towards 
everyone involved. Although I participated intensively with the caregivers, my main position was that of 
a researcher. Reflection on my own position and how others interpret this position was thus very 
important (Banks 2007: 50-52).  
 
As an anthropologist I always tried to keep in mind that my participants ‘had’ something that I wanted 
to know. If they would accept me and my camera, they would probably be willing to share this with me. 
This required trust and respect: “… just hanging out is a skill, and until you learn it you can’t do your 
best work as a participant observer … Hanging out builds trust, or rapport, and trust results in ordinary 
conversation and ordinary behaviour in your presence. Once you know, from hanging out, exactly 
what you want to know more about, and once people trust you not to betray their confidence, you’ll be 
surprised at the direct questions you can ask” (Russel Bernard 2006: 368-369). This means that the 
feelings of the participants towards my research always had my primary attention and played a 
decisive role in what I included in and excluded from my film. In fact this is the basis of all the ethical 
standards of the American Anthropological Association (AAA), that starts with ‘Do no harm’ and most 
of the other principles are built on this idea of putting the feelings and dignity of your participants 
above all (AAA Code of Ethics 2012). In practice this meant that when I noticed that a guest (or a staff 
member, but in practice that did not happen) had problems with me filming, like Anton who could 
become quite angry when he saw the camera, I stopped filming and approached this person to explain 
(again) what I was doing and why, and that I would not film him/her if s/he would not like that. 
However, for people with dementia this is hard to understand and remember. It was one of the ethical 
concerns that I faced, mentioned in the AAA Code of Ethics, namely that about informed consent (AAA 
Code of Ethics 2012, 7-8). Since my research is about health care for people with dementia, it was 
undoable to inform these guests in the same way as for example the nursing staff. I discussed this 
with Arjen Koenen, the owner of the Herbergier, beforehand and he did not expect much trouble with 
this. And indeed, most guests seemed not aware of the camera at all and just acted as they did 
without the camera running. Jan was the only guest who really reacted on the camera, mainly by 
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making jokes [ 00:18:23 – 00:18:38 ], but also by reflecting on me and my camera in conversation [ 
00:19:28 – 00:19:43 ]. 
 
The main ethical concern regarding my research is that it deals with very vulnerable people who are 
not able to present themselves anymore as they probably would have liked to present themselves 
before they got dementia and were also often not capable to decide if they wanted to be part of the 
documentary or not. As mentioned, most of the guests were not able to reflect on my research and 
probably had no idea about what I was doing there exactly (the problem of the informed consent). At 
the same time, because of the image I cannot make the persons anonymous, they remain 
recognizable. Therefore the permission of the family of the guests to conduct my research was very 
important for me.  I explained them my research: my question, my goals, my methods, and what would 
be done with the outcomes and the filmed material. I explained they could always object, at any 
moment, for example when they would think their relative would not like to be filmed but is not able to 
say so. Of one family I did not get permission to film their mother. Sometimes this was problematic, 
because it turned out that exactly this person was very much ‘present’ and loud, and she could really 
influence the atmosphere in living room of the Herbergier. In the end I think it only was a good thing 
that I did not include her in my recordings, because the way she behaved is not typical or that 
representative for any form of dementia – the staff of the Herbergier even doubts if she would not be 
better off at a psychiatric ward. 
 
Before the official presentation of my documentary I screened it to the owners of the Herbergier, the 
family of the main characters, and to other family and staff members that were interested. The 
reactions were all positive, family was very happy to see their relative represented in this way, that is 
(and here I use words that came from reactions I received during talks afterwards) ‘factual’, ‘truthful’, 
‘honest’, and ‘respectful’ to their opinion. Everyone agreed with my representation and gave 
permission to finalize the documentary in this way. I only got one remark from a staff member, namely 
that people’s tendency to wander, in combination with the ‘open door policy’ of the Herbergier, is not 
presented very clearly. However, it was not my intention to make a documentary about the Herbergier 
and its policy. Although this policy is seen through the whole film, because it is firmly interlaced in 
everyday life in the Herbergier, I did not want to put extra emphasis on specific policies. And people’s 
tendency to wander around is quite clearly shown, I think, in the openings scene of the documentary, 
when we see Annie finding her way through the Herbergier.  
  
1.6 - Field Description: The Herbergier 
The Herbergier (in English: ‘the Innkeeper’), founded in 2006, is a small-scale care formula for people 
with dementia who are not able to live independently anymore. The concern consists of 28 franchisers, 
in other words there are 28 private Herbergier institutes throughout the Netherlands. Every Herbergier 
can serve about 16 people. On the general website the anchor point of the Herbergier is described as: 
“We offer those people the possibility to live their life as they did before as much as possible. We don’t 
know bureaucracy. Our care providers, who are leading the Herbergier en also live there themselves, 
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take care of putting all the time and energy into their guests” (Herbergier 2013). ‘Guests’, that is what 
the residents of the Herbergier are called, not ‘patients’ or ‘clients’. On the website, the franchisers of 
the Herbergier in Arnhem explain this as follows: “We call our ‘residents’ guests, since that matches 
the term innkeeper (‘herbergier’). An inn has traditionally guests who stay for shorter or longer periods. 
The Herbergier will do anything to make the life of the guests as pleasant as possible” (Herbergier 
Arnhem 2013). Arjen Koenen, together with Nina van Donk owner of the Herbergier Arnhem, also 
explained to me during an interview that the Herbergier will never be ‘home’ for the dementing people 
who live there. Maybe it seems like it, but it will never be the same as their ‘real’, former home – 
“That’s why they are no residents, but our guests”, he explains. 
 
The cited anchor point of the Herbergier reveals some aspects that are very specific for the care 
formula of the Herbergier: letting dementing people live their former life as much as possible, 
avoidance of bureaucracy – meaning in practice that the employees do not write long reports and that 
everything happens amidst the guests, including consultations and transmission of information from 
one team to another (there is not even a staff room) – , and the strong involvement of the franchisers 
or ‘owners’ of the Herbergier, for they live together with the people they take care of.  
 
Besides these aspects, there is also the ‘open-door-policy’ that characterizes the Herbergier: the doors 
are always open (just at night the front door is locked, but this has more to do with the fact that there is 
just one employee who ‘runs the business’ then) so guests can always go outside. They are not locked 
up, they will never be tied down, and anxiety medication is hardly used. Compared with regular 
nursing-homes, the Herbergier works with quite big teams: at least four employees and two interns 
during a shift, sometimes more and often with extra help of volunteers. The specific vision of the 
Herbergier on the one hand helped me to get access (in several regular nursing homes I was refused) 
but on the other hand it is important to stress these quite unique policy-aspects, for it influences the 
way people with dementia are communicated and dealt with. 
 
Although the Herbergier is a private institution, Arjen Koenen stresses that to live there should be 
affordable for anyone. This means that the Herbergier Arnhem offers rooms in two different sizes, so 
people with more or less money can both get a place. People who only have a small pension are also 
welcome, for them there are special arrangements. The price people have to pay to live in the 
Herbergier is thus determined on the base of personal economic conditions, for every individual guest. 
 
1.7 – Main Characters 
When I first entered the Herbergier, I was surprised by the open and homely atmosphere and the 
diversity of people that I saw. A cleaner was walking by, an old man started a talk with me about my 
study, and at the table a few sleepy people were seated. It did not take so much to discover that the 
‘cleaner’ was guest Annie and that the talkative man was guest Jan, but the seriousness of their 
dementia took more time to be revealed. With Annie this became clear when she started to talk: she 
did not talk with me, but to me, monologue after monologue, and most of the time I had no idea what 
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she was saying. In the case of Jan this was different. He was interested in me and my study and 
talked a lot about his own study and profession as a psychologist. I doubted his dementia at first, until 
staff members told me that Jan was very good in disguising his dementia and showing that ‘there was 
nothing wrong with him’, and from that moment I slowly began to see the signs of dementia in him. 
After two weeks of observation, I decided to focus particularly on four guests: Annie, Jan, Bob, and 
Resi. These four guests are all in a different phase of dementia, and show and require different ways 
and ‘strategies’ of communication. 
 
Annie 
Annie [...] (75) is always busy. Cleaning the kitchen, doing the dishes, folding laundry, caring for 
others… “I often get the idea that Annie thinks that she should run the Herbergier”, said employee 
Cham during a group interview. She talks a lot, but very incoherent whereby I was not always able to 
understand her. Often it seems that she just puts some random words together and creates a 
sentence out of that. Annie can become quite irascible and aggressive, when things happen in another 
way she wants it. For example when she is doing the dishes and a staff member needs to do some 
work in the kitchen. Suddenly her mood can change then, and at these moments she is able to hit, 
scratch, and bite the person who is making her upset. When she is taken apart, she will calm down 
very quick. 
 
Annie seems to connect with almost everyone. When ‘strangers’ visit the Herbergier, she is the first to 
welcome them. She also shows a lot of interaction with the other guests, whether they respond on her 
or not. But everything seems to happen in her own ‘world’: she reacts on people, but not in a way that 
you feel connected. So although she is really aware of ‘the other’, at the same time she has no idea 
about him/her. 
 
In the film Annie’s daughter Tanja will be reflecting on her mother, together with her husband Theo. 
 
Jan 
With Jan [...] (80) one can have long talks. He is very forgetful and talks about the same things over 
and over again. Every place I mentioned, whether it was the city I live in, or a country I have been on 
holidays, or the bar around the corner where we had a drink, Jan knew it and very often he had 
followed an internship there. He can talk very convincingly about his internship in the Herbergier – it 
was not yet the Herbergier, but he really worked here when it still was something else before. But I 
know this is not possible, because the Herbergier is a quite new building. It is his own truth, and 
according to his daughters, he has this in many ways. Jan’s wife Erna died in September 2013, and 
several times a day Jan cries about this loss and he really doubts about staying in the Herbergier, 
between all these ‘dementing old people’. Jan and Erna lived together in the Herbergier and Jan is 
convinced that he went there because of Erna. In fact it is the other way around, his daughters told 
me. The dementia of Jan was in a much more advanced state than hers, and she could not deal with it 
anymore, it took too much energy. So in fact they went to the Herbergier because she could not take 
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care of the situation anymore, but that was mainly due by his dementia. Jan ‘turned’ this into the story 
that she could not live at home anymore because of her dementia, and that he was so good to go with 
her to the Herbergier, because she wanted that. 
 
As I mentioned, Jan is really good in pretending that he does not have dementia. Everyone forgets 
something now and then, is his opinion. He makes a lot of jokes and is always seen with one of his 
agendas. His agenda is his grip, but this can become quite difficult when he carries an old agenda, 
with appointments of a year ago. Looking for ‘the right’ agenda is something that is a quite often 
activity for the employees, when it comes to Jan. 
 
Jan’s daughters Maud en Inge are introduced in the film, when they reflect on their father. 
 
 
Bob 
Bob [...] (71) is the least seen guest of the Herbergier, for he is only in the common room during 
mealtimes. He was my neighbor during the two months I lived in the Herbergier, and by that I am now 
very well aware of his taste of music. Besides dementia, Bob also has Asperger, a form of autism. This 
became clear in several things, and amongst others in the recurrence of the same music all the time. 
To talk with Bob is not very easy, because he does not show initiative and often only gives very short 
answers to your questions, but I found out that when I took the time to visit him in his room, where he 
spends almost his whole day, he opened up a bit more and was able to explain his situation and 
reflect on himself. When it comes to food, Bob is very restless and hurried, and when he sees 
something to eat, he grabs and eats it almost immediately.  
 
In the film one will see Bob’s daughter Usi, reflecting on her father. 
 
 
Resi 
Resi [...] was an 84 year old woman, who died at the 18
th
 of June 2014, four months after my 
fieldwork. During my stay in the Herbergier her health condition was quite good, but I have been told 
that after I left this went down quickly. Internal bleedings raised presumptions of a tumor in her 
stomach, together with the fact that she ate less and less. Resi once signed a non-treatment 
declaration, and she also made clear during this process of deterioration that she did not want to be 
treated anymore. 
 
To make contact with Resi during my fieldwork was not that difficult for me. She was very open for 
contact, made jokes, and often reacted positive on me. Since she broke her hip during Christmas, she 
was in a wheelchair most of the time. This was something that is hard to deal with for her. Very often 
she wanted to stand up to walk around, but she was not ‘allowed’ to do that because that would cause 
her a lot of pain, and the chance that she would fall again was evident. Therefore caring staff needed 
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to keep an eye on her all the time, and they kept explaining why it was better not to stand up by 
herself: an explanation she sometimes understood, but other times she said it was nonsense. 
 
Resi was often very busy with her hands. She grabbed in the air, looking like if she was picking 
threads, she grabbed spoons, cups, etcetera. And very often it seemed that she did not really know 
what to do with it. If there was a plate with food in front of her, she was able to pick up a spoon and put 
it in her mouth, but without food on it.  
 
As already mentioned, Resi was one of the guests that was most of the time very good able to express 
herself with words. Resi has been married to a Swiss man, and although she never lived in 
Switzerland, she regularly spoke German. Sometimes she had quite sharp comments, or she showed 
her good sense of humor.  
 
Two of Resi’s daughters, Marcia and Claudia, are included in the film as they reflect on their mother’s 
situation. 
 
 22 
2 - Effect Dementia on Personality 
 
There is a stigma in society around dementia, it is a disease that frightens people. “Even organizations 
that advocate for people with Alzheimer’s fall into horror stories. The Dallas chapter of the Alzheimer’s 
Association, on its webpage, seeks to spur potential donors into action by evoking images of fearsome 
body snatchers coming to get you: “It’s a nightmare. And you can’t wake up… Alzheimer’s will strike 
986 more Americans today. And tomorrow. We don’t know who will be in that group of victims. It could 
be someone you know. Someone in your family. Your closest friend. It could be you. We just don’t 
know. We know this: 986 more will be taken today, and every day, until we stop it!” [Greater Dallas 
Chapter 2007]” (Taylor 2008: 321-322). 
 
What is this fear of dementia about? Taylor’s answer to this question is that the fear comes from the 
basic premise about dementia, that the body may continue to live, but the person with dementia is 
dead (op.cit.: 322). People fear to be seen like that themselves. According to Van Gorp and 
Vercruysse (2012), this fear is aggravated by the image diverse media (newspaper articles, movies, 
documentaries, literature and health care communications) create of dementia, for “they tend to 
reinforce the stigmatization of dementia as one of the most dreaded diseases in western society … 
The persons with dementia, but also those around them become imbued with the idea that life comes 
to an end as soon as the diagnosis is pronounced … The most dominant frame postulates that a 
human being is composed of two distinct parts: material body and an immaterial mind. If this frame is 
used, the person with dementia ends up with no identity, which is in opposition to the Western ideals 
of personal self-fulfillment and individualism” (Van Gorp & Vercruysse 2012: 1274). According to this, 
Kitwood (1993) states that pessimistic views of dementia are unfairly too common and he criticizes the 
idea of the process of the disease as one in which “the person has almost totally disappeared” 
(Kitwood 1993: 541). So in fact the diagnosis dementia carries with it a sentence of social death. “The 
source of these fears is the assumption that individuals with Alzheimer’s disease or other dementias 
lose what, according to western culture, defines our humanness: selfhood” (Kontos 2004: 829-830). 
This ‘selfhood’ is what I call personality, based on how Kontos continues by citing Fontana and Smith 
(1989: 36): “…with the onset and progression of Alzheimer’s disease, what is actually happening is 
that the self is becoming ‘increasingly devoid of content – it is ‘unbecoming’ a self” (Kontos 2004: 829-
830). Why are people afraid of losing personality (a term I prefer)? What exactly does dementia show 
us that personality consists of, what does the disease unravel? 
 
2.1 – The Unraveling of Personality 
A person is a social being, already Aristotle wrote that. “Man is by nature a social animal; an individual 
who is unsocial naturally and not accidentally is either beneath our notice or more than human. 
Society is something that precedes the individual. Anyone who either cannot lead the common life or 
is so self-sufficient as not to need to, and therefore does not partake of society, is either a beast or a 
god.” (Aristotle, ± 330 BCE) This quote might seem insensitive, but it shows why people are afraid of 
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getting dementia: they cannot lead the common life anymore, cannot fully partake in society anymore, 
and therefore might see dementia as a disease that turns someone into a kind of ‘animal’.  
 
What is it that dementia unravels, what does this disease show us that the unique individual thing that 
personality is, consists of? Through the observation of the results of the process of ‘unraveling’ of the 
many personality-layers in the four persons that I recorded in my research and the other guests of the 
Herbergier, and how this was perceived by their environment, we can get a more precise 
understanding of what is lost and what remains of a person in the process. Layers that can be 
distinguished are amongst others: memory, self-consciousness, agency, behavioural patterns, and 
social interaction. I will focus on the features that proved to be the most prominent during my research. 
The ones that were often mentioned by the caregivers and family of these persons, and that seem to 
have the greatest impact on how the person with dementia is perceived. 
 
2.1.1 – Memories 
One of the first clear symptoms of dementia, is the loss of memories. Starting with small things, like 
when Jan forgot where he left his glasses or agenda, but soon it will become a bigger issue, when 
forgetting names and in the end even not recognizing familiar people, like in the case of An, who held 
her son for her husband. In the earlier stages of the dementia this has a big impact on the person him-
/herself, for s/he is often quite aware of this. It causes frustration: one knows that s/he always put the 
keys at the same spot, but now does not know where to find them anymore. Later on, when the 
dementing person becomes less conscious about his/her own dementia, the impact will be heavier on 
the person’s family, when memories start to intermingle and become a  ‘truth’ in itself. I will come back 
on this. 
 
In the Herbergier the loss of memory is to be observed during all kinds of aspects of everyday life, like 
disorientation: the loss of a sense of place. Guests can go outside, but most of them are not able to 
find their way back to the location of the Herbergier. In these cases there should always be an 
employee available, to go for a walk when guests suggest they want to go outside – that is part of the 
vision of the Herbergier [ clip 1 ; clip 2 ]. 
 
Another example of losing memory, is loss of a sense of time. This become clear when a guest keeps 
asking what time it is, twice a minute. And Jan, for example, almost always carries his agenda with 
him. One of his agendas actually, for his dementia makes him forget where he leaves it – therefore he 
has several agendas [ clip 3 ]. There is also the loss of habitus, the ability to perform habitual activities 
like dressing [ clip 4 ] or throwing away garbage [ clip 5 ]. Another loss is that of decorum – something 
that is often hard to deal with for family, because well known ‘good manners’ disappear [ 00:23:32 – 
00:33:38 ]. 
 
Sometimes it is surprising what memories and skills stay intact. Resi’s ability to speak German for 
example. This is an embodied skill, it is automatic behaviour. On the other hand, it is a language she 
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never spoke as a ‘first language’, which makes it interesting that she uses it mostly at t imes that she is 
less awake and alert [ 00:03:29 – 00:03:42 ]. And once I went to the supermarket with Jan, to buy him 
some new toothpaste. He was afraid that he would not remind his PIN and talked about this all the 
way to the shop. When we arrived at the checkout, he entered his PIN without hesitating. And Bob is 
full of all kinds of small facts and general knowledge about a range of subjects, like antiquity, history, 
geography, and politics. However, his daughter Usi mentions that he has lost the biggest amount of 
knowledge he had, but that this is not to be noticed by ‘outsiders’, for they do not know how much 
general and specific knowledge he had and only see how much he still has. 
 
Cohen and Rapport (1995) write about memory that it “would seem to be a key to consciousness. It 
makes experience coherent by ordering the images drawn from experience in the narrative form of 
succession” (Cohen & Rapport 1995: 8). The connection they make between memory and 
consciousness is an important one. The more a dementing person starts to forget, the more s/he also 
loses his/her consciousness of who s/he is. Experiences become vague, incoherent, and intermingled. 
The structuring self seems absent. “... The very process of living in the world is derailed. New 
experiences do not become sedimented: they trickle away, ungrasped” (Davis 2004: 375). 
 
As mentioned, in the first stage of dementia the loss of memory might seem ‘innocent’, when it is just 
about where someone left his keys or glasses. But when it comes to the stage of intermingling 
memories and losing self-consciousness, it becomes clear for his/her social environment that this 
person’s personality is really changing. This is when people start to ‘create their own truth’, as is often 
heard. “It seems like he only remembers those things that he wants to remember, that fit in his own 
truth”, the daughter of Jan says.  
 
2.1.2 – Self-consciousness and Agency 
Dementia starts with losing memory, according to Cohen and Rapport ‘a key to consciousness’. Self-
consciousness and, together with that, rationality are seen as core-aspects of the current image of 
men, and precisely these aspects get lost when someone gets dementia. That is what Schockenhoff 
and Wetzstein (2005) believe. “Durch das durchgängige Kernkriterium des kognitiven Paradigmas wird 
das Demenzkonzept prinzipiell für reduktionistische Personkonzeptionen anschlussfähig: Rationalität 
und Selbstbewusstsein gelten als notwendige Voraussetzungen der Persondefinition in modernen 
Gesellschaften. … In reduktionistischen Personkonzeptionen sind bereits Strategien einer 
Entpersonalisierung dementer Menschen erkennbar … Ihnen ist zwar noch mit Respekt vor der 
Person, die sie einmal waren, zu begegnen, aber nicht mit der Anerkennung als Personen im 
Vollsinn
5
” (Schockenhoff & Wetzstein 2005: 264). Schockenhoff and Wetzstein believe that because of 
the socio-cultural defined image of men, someone with dementia should be defined as 
                                                     
5
 Translation: “Through the continuous main criteria of the cognitive paradigm the concept of dementia can be 
linked to reductionist conceptions of the person: rationality and self-awareness are considered as essential 
preconditions for the definition of a person in modern societies. … Strategies of the depersonalization of 
dementing people can already be recognized in reductionist definitions of a person. … They still have to be 
respected for the person they used to be, but they are not recognized as a person in the full sense.” 
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‘depersonalizing’, because their self-consciousness and rationality get affected. In other words: s/he 
loses personhood, because of losing (aspects of) personality. 
 
This losing of self-consciousness is to be observed in a variety of ways. One typical example is that 
when An looks into the mirror, it seems that she does not recognize herself. And when I turned the 
screen of my video-camera so that Annie could see herself, she reacted with: “That’s nice, with that 
little puppet”. But it is also to be seen in people’s disturbed ideas about place and time. Accept for the 
loss of a sense of who they are, dementing people also often do not know where they are or in what 
period of their life they live. Sometimes they seem to live in earlier times, like An, who is often saying: 
“I’ll leave, I go to my mother” and then she takes her jacket, walks a round in the garden, comes back 
and then keeps waiting in a chair, with her jacket still on – sometimes for hours. And Annie once got 
lost when she walked out with nobody on her side. When an employee finally found her, she was 
relieved and said that she had no idea where she was. Why she went outside in the first place was 
also not clear for her.  
 
Because dementing people often are not able to make certain rational decisions, for official documents 
for example, they get a representative – often one of the children. This representative is able to make 
all kind of choices and decisions, in name of the dementing person. This means that a person loses 
his/her agency in a very drastic way from the moment this representative is appointed. In the 
Herbergier all decisions are made in consultation with the family – whether a doctor should come, or if 
the medication should be changed. 
 
Writing about personhood, Cohen-Mansfield (2005) emphasizes the relational context regarding 
someone’s role in a family. According to her research, people have several role-identities, amongst 
others regarding profession and family. She examined the importance of different roles to participants 
and it turned out that the family role (parental, spousal and grandparental relationships) is the one that 
stays intact for the longest time. In the Herbergier, this becomes clear by several people that are ‘back’ 
in their role as a child, looking or waiting for their mother. Other guests, that are (still) more aware of 
time and place, are very much aware of their role as a parent, and really look forward for their children 
to visit them. When the process of dementia progresses, there is more tendency to the childhood-role 
to be observed. Here the intermingling of memories becomes clear as well. An for example, saw her 
son for her father when he visited her.  
 
In mutual interaction between dementing people, their loss of self-consciousness is to be observed 
quite clearly. Dementing people in different stages of the disease react on each other in different ways. 
In general there is not that much mutual interaction to be seen between guests in the Herbergier. 
Guests seem to live in their own ‘cocoon’, unless a non-dementing outsider, like a staff member, 
family, or a volunteer, takes the initiative for a conversation. In the Herbergier there is roughly a ‘better’ 
and a ‘worse’ group distinguishable, regarding the state of progress of the dementia. Although there is 
not that much mutual interaction, there is some. Guests that can be classified in the first category, are 
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much more likely to interact with each other than with people that can be classified in the second 
category, and are much more likely to interact with other guests anyway. Jan belongs to the first 
group. He focuses mainly on Josi, who he really sees as his friend in the Herbergier. He wants to sit 
next to her during meals and during the evening while watching television, sometimes takes her hand, 
and always asks for her when she is not in the group (Josi suffers from  depression, and therefore she 
does not always want to join the group). The other way around,  Josi does not ask for Jan, and once 
she told me about “this man … o, yes, Jan” – who always wants to sit next to her, as if she really did 
not understand why. This shows how Jan’s sensitivity with regard to his social environment has 
changed. He thinks that Josi is his best friend, but does not seem to note that this is a more or less 
complete one-way-relationship. At the end of my fieldwork period, a new couple took up residence in 
the Herbergier. In the short period of time that I still was there, I noticed that Jan tried to connect with 
them – but often this meant that he was telling them his story over and over again, without really 
listening to what they had to say [ 00:45:27 – 00:45:48, 00:46:16 – 00:46:52 ]. This again shows his 
more or less limited consciousness of his social surroundings. This might also be part of his 
personality, but it is well-known aspect of dementia anyway. 
  
Annie is regularly seen in contact with other guests, but it seems that she picks out people that can be 
classified in the ‘worse’ group, people that need more care. She cares for them and talks to them – not 
with them as is to be seen in the fragment with Jeanne, referred to above. She does not mind that she 
does not get a reaction, or that the reaction is minimal. The same goes for Resi, although she focuses 
less than Annie on a specific person – mostly she just talks ‘into nothing’, when there is no employee 
communicating with her. Once I sat beside Annie and Resi during diner, and they had an interesting 
talk. They did react to each other, but the same time they did not really seem to listen to and be aware 
of each other - both they had their own story. 
 
Loss of self-consciousness is clearly indicated by delusions and psychotic behaviour. Typical 
behaviour for some guests of the Herbergier is making gestures ‘in the air’, like grabbing things that 
are not there. Sometimes they also say what or who they see, like when Resi said: “Hey, there is 
Max!” – with whom she meant her dog, who lives with her daughter nowadays. There was no dog be 
seen. Jeanne sometimes sees ‘little puppets’ (‘mannetjes’) that really frighten her, and other guests 
sometimes see their mother. These are all examples of delusions. Sometimes a delusion goes a bit 
further, (almost) towards psychosis [ 00:23:54 – 00:24:51 ]. This can take a while, in the case of Resi it 
took about four hours, and then it disappears just as suddenly as it came up. This is also the case with 
Annie, when she gets aggressive towards staff members  that want to help her – but in her eyes they 
want to do harm. Here the changeability of a person with dementia becomes clear as well. It just 
comes up, and when the ‘scene’ is over, it is really disappeared and over [ 00:37:16 – 00:41:04 ]. A 
few weeks after recording this interview with Tanja en Theo, Tanja told me that she felt sick of that for 
a week. She explained that it was really hard to handle that her mother ‘loses herself’ more and more, 
and that she shows more angry and aggressive behaviour as the dementia progresses: that is not how 
she used to know her mother. 
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3 – Effect dementia on personhood 
 
Where personality is who a person is from within, personhood is who a person is as a social construct, 
as a member of society, built up in social interaction with others. Both personality and personhood 
influence each other, so it is interesting to see what happens with personhood when personality 
changes due to dementia. Earlier Aristotle is quoted, to show how dementia is sometimes seen as a 
disease that makes it impossible for people to fully partake in society anymore. Leibing describes it as 
becoming a ‘nonperson’: “A person can simply be excluded from society by others ignoring him or her. 
There is also a second, more specific form – a biosocial death – in some medical conditions or with 
some medical technologies, in which a person’s capability of participating in society diminishes to the 
point that the person is considered a nonperson or as not having full personhood. I here use the term 
biosocial because the two are inseparable; a social death occurs because of a person’s biology, and 
biology cannot be described apart from the social body” (Leibing 2006: 248). Labeling someone as a 
‘nonperson’ because of being excluded from society is in fact the same as saying someone has no 
personhood. To see if this is what happens with dementing persons, it is important to look at 
communication between dementing people and their social environment, to see how this social 
environment reacts when a person’s personality changes. 
 
3.1 – Dealing with a changing personality 
 
The way people interact with each other, teaches us a lot about how 
they perceive each other. A caregiver’s judgment that a person with 
dementia is ‘socially dead’, might lead him or her to ignore the 
person with dementia , or to treat this person in dehumanizing ways 
as if s/he is not an individual anymore, with his/her own needs and 
emotions (Taylor 2008: 322). On the other hand, when dementing 
persons are seen as individuals that are still able to learn things, a 
vision that is, amongst others, very common in anthroposophic 
health care, they will be treated very differently, in a way in which 
they get challenged to keep developing themselves (Arman et al. 
2008: 358). This also becomes clear in the study of media studies scholars Van Gorp and Vercruysse 
(2012). They speak of ‘frames and counter-frames giving meaning to dementia’. In the former chapter I 
already mentioned what they call the ‘dominant frame’, that postulates that a human being is 
composed of a material body and an immaterial mind, and that when this frame is used, a person with 
dementia ends up with no identity, or, as I would call it, personhood: “Since, in this conception, it is the 
mind that defines personality and human identity, the person with dementia ends up with no identity. 
When all mental capacities have finally disappeared, people with dementia become ‘empty shells’” 
(Van Gorp & Vercruysse 2012: 1276). Van Gorp and Vercruysse cite Dechamps (2008) here, who 
characterizes dementia as a ‘progressive death that leaves the body intact’ (Dechamps 2008: 5, in 
Van Gorp & Vercruysse 2012: 1276). This notion of dementia will influence the way people with 
“Hence, the irony of 
Alzheimers’: it is not 
Alzheimers Disease 
sufferers themselves 
who find it so 
devastating, but others” 
(Randall 2009: 322) 
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dementia are treated. Therefore, Van Gorp and Vercruysse put a ‘counter-frame’, called ‘unity of body 
and mind’, in contrast to the dominant frame, called ‘dualism of body and mind’, to show different ways 
of looking at dementia. According to this counter-frame, persons with dementia still retain their 
physical dimension and, notably, their emotional life related to it. Related to this, Ernaux wrote about 
her dementing mother, clarifying that the focus should not be on what has been lost, but rather on 
what remains: a rich emotional life thanks to which the illness never becomes greater than the person 
(Ernaux 1997: 88, in Van Gorp & Vercruysse 2012: 1276). When adhering to this frame, a completely 
different way of interaction may take place between family or caregivers and a dementing person, for 
there is a focus on what is still there: “Although persons with dementia are often no longer able to 
speak they can still express emotions, for example through their ‘twinkling eyes’” (Laborde 2003: 82, in 
Van Gorp and Vercruysse 2012: 1276). Non-verbal interaction might be seen as more valuable than 
when the first-mentioned frame is dominant in people’s way of thinking about dementia. 
 
This is also supported by Taylor (2008): “Our conversations go nowhere, but it hardly matters what we 
say, really, or whether we said it before, or whether it is accurate or interesting or even 
comprehensible. The exchange itself is the point. Mom and I are playing catch with expressions, 
including touches, smiles, and gestures as well as words, lobbing them back and forth to each other in 
slow easy underhand arcs. That she drops the ball more and more often doesn’t stop the game from 
being enjoyable. It is a way of being together” (Taylor 2008: 327). Interaction forms relationships, and 
the image people have of each other. Each relation has a history, we all engage with the other from a 
memory of previous engagement. Therefore the dementing person will be someone else for caring 
staff than for his/her own family. 
 
3.1.1  – Caregivers 
In the Herbergier, staff members are always together with the guests. There is no staff room and there 
are no breaks – only for a smoke now and then. This means that they are very involved in all aspects 
of the daily lives of the guests, and this might also lead to more personal relationships with the guests 
than in a regular nursing home, where there is more distance and less time, for there are less 
employees in a shift (Trimbos Institute 2010). Accept for one, every guest is called by his/her first 
name, which also leads to less distance and a more informal and friendly approach. Every person is 
taken care of with the same amount of respect, although for every person this means a different 
approach: some like to be treated in a more open, or ‘fun’ way, while others prefer a more ‘formal’ 
approach. Employees indicate that they often ‘feel’ how guests want to be treated. Moreover, when 
guests enter the Herbergier, they are asked how they want to be called and the approach towards this 
‘new’ person grows ‘naturally’ from that moment on. 
 
Patience and Personal Approach 
Striking is that employees in the Herbergier take quite a lot of time for the guests and they show a lot 
of patience. The morning care can easily take an hour, or even longer, depending on the guest. This 
patience is amongst others to be seen when employee Richard tries to give Resi her medication, 
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which she refuses at first [ 00:16:08 – 00:17:55 ]. Important is the ever listening attitude to the needs 
of the guest. If Anton, who can be a bit depressed now and then, does not want to get out of bed and 
decides to stay in his room all day, then that is fine – his food will be delivered at his room. But the 
staff will always try to cheer him up and makes time to visit him and talk to him in his room. And when 
Sien, who often wants to go outside but is not able to find the way back on her own, indicates that she 
wants to go out, there should always be an employee available to take a walk with her. Indeed, should 
be, because this happens quite often and sometimes it is too busy with all other things going on (often 
during mealtimes), whereby Sien sometimes is just brought inside again. In the afternoon however, 
there is always time to go out: to walk, to go to the cafe, or to drive around in the car. The staff 
themselves decides what to do, and then asks guests if they want to join. Besides they know of every 
guest what activities s/he likes, so they know who would possibly likes to join. Also when a guest 
seems to be restless or troubled, staff often goes out with this guest for a walk, for example with 
Hugo
6
. In the Herbergier he was just sitting in a chair, ‘dozing’, or he was slowly wandering through 
the living room, always with his sight directed to the ground, seeming to be deeply in ‘his own world’. 
However, when he was taken out for a walk, he straightened his back a bit, and looked around more. 
“He lightens up when you walk with him, and he is very much alert on the traffic. We even ran once, 
when it started to rain,” employee Cham tells, complemented by Natascha: “As if the Herbergier is 
completely safe, and that when he comes out he should be more alert” [ clip 6 ]. This shows what a 
change of environment can do with a person, how a person can change and be activated by being 
taken out. 
 
Interaction 
As mentioned, interaction consists of more than only verbal communication. It is about touching, hand 
gestures, and facial expressions as well, all kinds of non-verbal communication and sensorial 
perceptions. This is also made clear by Kitwood (1998). He distinguishes ten kinds of communication 
between care giver or family and a dementing person, that are clearly conducive to the maintenance of 
personhood and a (dementing) person’s well-being: recognition, negotiation, collaboration, play, 
timalation, celebration, relaxation, validation, holding, and facilitation (Kitwood 1998: 27-28). According 
to Kitwood, these kinds of interaction are all available even when cognitive impairment is severe: “... 
When skilfully employed they can do much to mitigate the disablement that so often accompanies the 
process of dementia” (op.cit.: 27). This ‘skilfully employment’ implies that this interaction might need 
some training. However, the staff members of the Herbergier indicate that this is not the case. They 
cannot remember that they ever had difficulties with these types of communication, although they 
mention that it is sometimes a challenge to find out what works the best for whom. Some of the types 
of communication that Kitwood stresses are more notable then others. For example ‘negotiation’. This 
is to be observed all day long, as can be seen in the film: what does Resi want on her sandwich, would 
Bob like a glass of chocolate milk instead of all the other ‘nice things’ he sees (but that are not 
supposed to be eaten/drunk now), do Annie and Ger like the stained glass windows in the cafe – 
negotiation is an important aspect in the communication from, or between, caring staff and guests. It 
                                                     
6
 On 16 May, after my fieldwork, Hugo deceased. 
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shows how the staff involves guests in their own lives instead of making all kind of choices for hem, 
how they approach the guests as agents that still have their own opinions, although these are not 
always that clear. Even guests that are not able to react very explicit, are continuously asked about 
their opinion, they get involved and decisions are made upon what they would have said when they 
were still able to react.  
 
‘Facilitation’ is also a way of communication that is used a lot. Resi indicates that she wants to eat by 
picking up the spoon and bringing it to her mouth, but forgets to put some food on it. Then staff 
member Megriete helps her with that [ 00:42:00 – 00:43:16 ] – but just as a ‘reminder’ for how this 
eating ‘works’, not to take it over completely. After a few bites Resi’s takes it up herself. As long as 
people can do things by themselves and take initiatives to do things, this will be stimulated. 
‘Facilitation’ also becomes clear in the way staff and family deal with the ‘grabbing in the air’. 
Sometimes they give Resi a ball of wool, so that she really has something to grab [ clip 7 ]. 
“Sometimes I ask her what she sees”, explains employee Natascha, showing that besides facilitation 
also ‘validation’ plays a role. “And then she answers with: ‘I am spinning’. And if I have the idea that 
she gets tired of it, I ask her if I should take it over, and then often she hands it over to me, whatever 
‘it’ may be”.  
 
Amongst all guests, but especially in interaction with Annie, ‘collaboration’ plays a very important role. 
Annie runs the household of the Herbergier as if it is her own house, every day she is busy with 
cleaning, doing dishes, folding laundry, et cetera [ 00:13:31 – 00:14:07, 00:48:30 – 00:50:05 ]. 
Employees of the Herbergier let her do that, and even ask for her help when for example the potatoes 
for diner have to be peeled. However, sometimes this urge of Annie to help and clean is difficult to 
deal with for the employees, especially when Annie is in the kitchen at moments that they really have 
to be there themselves, to prepare food for example, or to load the dishwasher (when Annie does the 
dishes, these do not become any cleaner). At these moments, Annie can get very angry, for someone 
else wants to be in ‘her’ kitchen’. “Before, we could give her something else to do, and then it was fine. 
Or we said that she had a day off. But that no longer works”, explains employee Natascha. But most of 
the time they can let Annie do whatever she wants to, although this means that when she has been 
cleaning up, things can be found back in the most strange places – a roll of toilet paper in her 
showcase, ice cream packaging in the leak-bucket in the bathroom, and once I found my own vest 
neatly hung over a chair in her room. 
 
The communication form ‘holding’ is also one of which the complete shift is punctuated, means 
employee Megriete. “For all the guests, physical and verbal. Everyone can be very anxious once in a 
while. Bob is afraid of dying for example, and when he thinks that he can’t breathe, this fear is real to 
him”. An example of verbal holding is to be seen when Megriete tries to calm down a very upset 
Jeanne [ clip 8 ] . Kitwood describes holding as providing a safe psychological space, a ‘container’: 
“here hidden trauma and conflict can be brought out; areas of extreme vulnerability exposed. When 
the holding is secure a person can know, in experience, that devastating emotions such as abject 
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terror or overwhelming grief will pass, and not cause the psyche to disintegrate. Even violent anger or 
destructive rage, directed for a while at the person who is doing the holding, will not drive that person 
away” (Kitwood 1998: 28). When Annie [ 00:38:34 – 00:40:31 ] becomes very upset and aggressive, 
during washing and changing of clothes, her hidden trauma comes out, means her daughter Tanja. It 
might be that this only comes out because of the safety she feels unconsciously, that this anger and 
anxiety may be there.  
 
Dealing with socially unaccepted behaviour 
As mentioned in the former chapter, anger, anxiety and aggressive behaviour are not uncommon in 
the Herbergier. Although this is in society often seen as ‘socially unaccepted behaviour, this is not 
something that should be contained, means Arjen Koenen, owner of the Herbergier, and therefore it 
does ask a certain attitude of the employees. Arjen explains: “Until now, anger has always been 
directed towards employees or us, fortunately. Our employees should be able to handle that and if 
they are not, they can call upstairs and then I will come and try to solve it. Towards me they may be 
very angry, because I don’t step into the role of caregiver directly afterwards. I can withdraw myself.” 
This ‘allowance to be angry’ is part of the vision of the Herbergier. “I also get pissed sometimes, or 
even furious, that’s human. And those people… You lost something and you constantly can’t get it and 
I can imagine very well that that sometimes makes you very angry or aggressive. Or you suffer from 
hallucinations and delusions, well… Of course you will get angry or aggressive! Apart from that we try 
to take this angry away, nine out of ten times angry and aggression have an underlying reason. So we 
have to response on that, but well, with some people it can’t be taken away and then we have to deal 
with it. Accepting this fits, to some extent, the vision of the Herbergier.” This vision connects to the 
counter-frame of Van Gorp and Vercruysse. In regular healthcare would be dealt with aggressive 
situations in a different way, is the opinion of many employees in the Herbergier who have also work-
experience in regular healthcare. “Generally there is more medication used in regular healthcare,” 
explains Arjen. “I think that it is not wrong to use medication if it helps the guests themselves, but not 
to mute. Emotions are part of life and I think you should not mute them, unless someone suffers from 
them him/herself.”  
 
Employees of the Herbergier should thus be able to handle and anticipate all kinds of behaviour and to 
deal with abrupt mood swings. “In fact they react very primary, like children or drunk people. If they like 
you, they like you, are they angry, then they are angry. At one moment I am Lydia, while the next 
moment I am seen as a family member or a friend. One time you are called names, while half an hour 
later it is like: ‘Hey, there you are!’ The dementing brain is really a weird construction”, tells employee 
Lydia, and although it is hard for her sometimes, she can deal with it. Generally seen in the Herbergier 
is that how angry someone might be, how tough the bites or scratches may be, when the calmness is 
back, the caretakers are still as caring towards the guest as before.  
 
 
 
 32 
Fun times 
Aside from dealing with the harder aspects of dementia, there is also a lot of joy, or, as Kitwood calls 
it, ‘celebration of life’ to be observed in the Herbergier. According to the employees this is something 
‘normal’ in the Herbergier, while in regular nursing homes time has to be made for it. ‘Celebration’ can 
take much different forms, it is to be seen in for example watching the Olympic Games on television, 
or choirs or other artists that visit the Herbergier [ clip 9 ], but also in singing songs together, dancing 
with guests, and making jokes. For example Resi’s sense of humor is something that is much 
appreciated in the Herbergier. The staff challenges her, asks her things they know she would answer 
on with her ‘dry humor’. For example when Natascha asked Resi the following: “Resi, I think Sjoerd 
likes me, because he is looking at me all the time… And now he asked me if I want to go ‘vögeln’ with 
him, but I don’t know what that means. What do you think, is he asking me out for a ball?” Ofcourse 
Natascha knows that the German word ‘vögeln’ means having sex. Resi looked at her, and answered: 
“Well, it has to do something with a ball…”. For me this sharp answer was very surprising, for it shows 
how Resi can switch meanings of words very quickly, and that she knows people are joking with her. 
 
3.1.2 – Family 
The changing personality of a person with dementia is one of the aspects of the disease that are hard 
to deal with for family members. “We were his children, but from the moment he got the diagnosis, the 
roles changed”, says Inge, daughter of Jan. It is commonly heard amongst children of dementing 
people. They become caregivers and the parent becomes the ‘child’ that should be cared for. This 
means that the diagnosis dementia changes expectations towards social interaction with the diseased 
person. Amongst family members there is a feeling of continuously farewell of small pieces of their 
loved one. Existing patterns get lost and behaviour does not correspond to the image one has of 
his/her relative. A search for ‘who this person ‘still’ is’ causes a new and ever-shifting image of this 
relative as a patient, or as a person who one has to let go. In this process of interpreting the changing 
behaviour of the dementing person and the changing contact with him/her, are several commonalities 
to be seen between the families of Jan, Bob, Annie, and Resi.  
 
Process of loss 
In the first stages of the disease, especially before, but also after the diagnosis has been made, there 
are a lot of concerns about the dementing person. There is uncertainty about the future, how the 
disease will affect everyone’s life. ‘Roles change’, as already mentioned: children
7
 get a lot of 
responsibility for their parent that they did not had before, and they have to get used to this new role 
pretty fast. “It’s a process, you grow along with it,” Tanja explains, “but I will never get used to it. There 
are periods that you can handle it very well, but other periods it really hurts. Ten years it caused me a 
lot of pain. And it still does. While I think it is very nice in the Herbergier and I’m very happy that mum 
lives here, but I would have preferred a different situation.”  
 
                                                     
7
 In my research I only focused on dementing people of who’s children where the ones that take care of them, but 
of course are there also dementing people who (still) have a partner who takes the responsibility and care tasks 
on him/her – in these cases there will also be an obvious shift in roles. 
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Tanja’s explanation shows the process of loss, that is to be seen in other families as well. “Every time I 
say farewell to other small aspects of my father,” tells Usi, with the remark that this becomes less hard 
as the process of dementia progresses. In the first stages of dementia, family often tend to ‘keep the 
person alive’ as s/he was before s/he got the diagnosis. There is a focus on everything that changes 
or gets lost. The sorrow that comes with this, not in the last place of the dementing person him/herself, 
might be seen as a process of mourning. In process of time, this will slowly make way for acceptance. 
In general this acceptance of the family will take place when the dementing person him/herself is not 
that aware of his/her dementia (anymore), of the fact that s/he loses awareness about degrading 
memory or other capabilities. In the case of Annie this might be quite clear, dementia is no issue for 
her at all, she ‘passed’ that stage, so to say. In Jan’s case this is different. However, for him dementia 
is not an issue as well, for often he denies that he has this disease, and sees his forgetfulness as a 
normal aspect of growing old. So from his point of view there is no sorrow about his dementia, what 
probably makes it easier for his children, for they do not see their father suffer from the awareness of 
his loss due to the disease. Bob on the other hand does suffer from it, now and then. “He knows that 
my mother is older than he is, and that she still can do everything”. His daughter Usi seems to show 
more grief about the situation than family of Jan, Resi, and Annie. This might not be so strange, for 
Bob’s diagnosis is not yet that long ago, and, as mentioned, the fact that she sees him suffering from 
it.    
 
Interaction 
When mourning turns into acceptance, relatives will start to focus more on what the dementing person 
‘still’ is, instead of focusing on what s/he is not anymore – just as the earlier cited Ernaux (1997) 
preaches. “These dementing people can give you such a good feeling,” tells Tanja, “Once I went 
tinkering in the Herbergier with the guests. And of some guests you think that they have little emotion, 
and then suddenly they give you a hug. That is so nice!” Her husband Theo adds: “Some people 
cannot accept the fact that these people change and can’t do that much anymore. But that is too bad, 
for you can still get so many of a dementing person.” However, Theo admits that you also have to be 
open for it, because when it is about social interaction, in general a lack of reciprocity can be noticed. 
Even in the case of Jan, of whom I first thought I could have a good talk with, in the longer turn it 
appears that communicating with him is more or less pointed in one-direction, from him towards the 
other. What the other says is not really interesting. In this same context I mentioned Annie in the 
former chapter, when she is talking to Jeanne without paying attention to her reaction [ 00:26:22 – 
00:27:26 ]. 
 
Striking is that all the relatives I spoke with, indicate that in general they do not face problems 
regarding communication. They mention that social interaction naturally moves with the process of 
dementia, although at the onset this seems to be a bit more difficult. In the beginning they all had the 
tendency to correct their dementing relative when s/he said something that was not correct, but during 
the process they all learned that sometimes it is better to go along with it. “In the first years, we said 
‘no, that’s not right’”, tells Tanja. “We corrected her, because we wanted that… But why should we do 
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that? But that’s a process. If she now mentions that she want to visit her mother, I’ll go along with it. 
Then she gets calm, and that’s good isn’t it? If it gives her a piece of rest”. She also indicates that 
communication is not just about verbal interaction. “It is also about certain body language, her tone, 
the way she looks around... I take care of her for so long now, and when I look into her eyes, I just 
know what she means”. “And there is more communication by touch,” tells Theo. “We learned that in 
the Herbergier: more holding, cuddling, giving love… That works really reassuring. Here in the 
Herbergier they do that very often, giving a hug. At a certain moment you learn that. Dementing people 
still have their emotions, and by giving them your love, they will get happy. As we all will, in fact.”  
 
3.1.3 – Difference between Caregivers and Family 
It may be clear that the relation between a dementing person and a family member is a different one 
than between dementing person and a caregiver. Where family knows this person and his/her 
personality already for a lifetime, caregivers just come into his/her life at the moment s/he got 
dementia in such an advanced state that s/he cannot live at home anymore and already lost parts of 
his/her personality and former personhood – but from that moment they have daily contact, where 
family members only come to visit every now and then. Caregivers are occupied with all kinds of daily 
contact: they provide help by getting up, by dressing, by meals, they take care of ‘entertainment’, and 
they show affection by hugging the guests, listening to them, and making jokes with them. Family 
members on the other hand have less contact with their dementing relative than the caregivers have. 
Marcia, daughter of Resi, says that this is difficult sometimes: “Sometimes when I visit my mother and 
she turns towards a staff-member who sits next to her on the other side, I feel a bit jealous. Like I want 
to say ‘Hello, I am here, your daughter!’. I know it doesn’t make sense, but sometimes it feels that 
way”. She also explains that she does not do any nursing activities anymore, like she did before when 
her mother was still living at home. When she visits her mother during mealtimes, she helps her when 
it is needed, but when Resi has to go to the toilet, Marcia asks a staff-member to help her mother. 
“Now when I visit her, I am there as her daughter. Not as her caregiver. It feels more natural”.  
 
Getting deeper into the fundaments of the different relations, the family-relation might be seen as 
based on love, loyalty and obligation, while the staff-relation is based on a professional base, 
reciprocity, trust, and daily contact. I will elaborate on this a bit more. First the relation between 
dementing person and his/her family. Love and loyalty may speak for itself. However, a dementing 
parent often means a heavy load on the shoulders of the children. Maud, daughter of Jan, explains 
that together with her job, the household, and the care for her two children, it sometimes becomes a 
bit heavy, but she still really wants to visit her dad twice a week. Sometimes she feels a bit guilty that 
she does not visit him more often, even more because she lives quite close to the Herbergier. At the 
same time she can imagine that visiting her dad would feel more like an obligation when he will 
become more angry towards her, due to his denial of his dementia. “Sometimes he really is 
impossible, then he is just so angry and keeps screaming. If he would be like that all the time, I can 
imagine that I wouldn’t like it anymore to go to visit him twice a week. Then it would really become an 
obligation,” she says. In fact this would mean that Jan would not longer fit the image Maud has of her 
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father. It is a clear example of how a changing personality affects a person’s personhood: Maud thinks 
she will react and anticipate different on her father when his personality would change even more, in 
fact she would ‘grant’ him another social status. Marcia, daughter of Resi, can also imagine that the 
willingness to visit would become less if the contact with her mother would change, because she does 
not know if she could handle that herself: “I think it will become very hard when she would not 
recognize me anymore”. Her sister Claudia thinks different about that. For her the recognition is not 
the most important aspect, but she also notes that she is further in the process of saying farewell than 
her sister Marcia is. 
 
In the editing process of the film I decided to focus on interaction between caregivers and guests, and 
to leave the family members ‘out’ of this aspect. By this I want to show how this interaction is really 
part of daily life, a pattern that returns every day again, while interaction between family and guests is 
more or less an exception on this pattern. Although some family members visit their relative every 
week, or some even twice a week, others just visit once a month or even less. By leaving out this 
contact, I try to make this difference between caregivers and family more clear. I want to show  how 
caregivers are part of the daily life of the guests in the Herbergier, while at the same time family 
members reflect on this daily life of their relative, with an emphasis on memories and experiences 
about how this was before. I think this is the biggest difference between caregivers and family 
members: caregivers are there to keep the person alive as s/he is nowadays, where family members, 
besides this, also keep the person alive as s/he was before, by the memories they have. With this 
memories, family can help staff-members understand their relative better, and with this they can help 
to improve the care for him/her. This is made clear by earlier mentioned research of Cohen-Mansfield 
(2006), that shows the importance of caregivers’ knowledge about a guests’ past. She advocates for 
increasing the communication between family and staff caregivers: “Understanding the specifics of 
self-identity among persons with dementia may help caregivers communicate with persons with 
dementia. … With greater cognitive decline, the participants are less likely to be able to provide 
information about themselves. Nevertheless, the abundance of the data they did provide shows that 
they are able to share a significant amount of information. This information can in turn be utilized for 
individualization and planning their care” (Cohen-Mansfield 2006: 755-756). Although the care in the 
Herbergier seems already very personalized, I also observed moments where a bit more background-
information would have been helpful. For example when Annie gets upset and aggressive in the 
earlier mentioned fragment [ 00:38:34 – 00:40:31 ]: when the story about her past was known by the 
staff, and I have been told that most of them did not know about it, the situation might have not got this 
far, because they could anticipate on it by leaving the door open for example. And although Bob lives 
in the Herbergier for already more than a year, in February the staff ‘found out’ that he really enjoys 
riding a bike, while his daughter told me this always has been one of his favourite hobbies – so they 
could have known this before.  
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3.2 – Implications for Personhood 
It has already been said: personhood is a social construct. This means that it is been built up in social 
interaction, in which reciprocity is very important. According to Leibing (2006), when one cannot fully 
partake in society anymore, there is the risk of ‘social death’ and of becoming a ‘nonperson’ or losing 
full personhood. A dementing person cannot (fully) take part in society anymore on his/her own, 
because of besides losing (parts of) one’s unique personality, a dementing person will also lose 
learned habitual behaviour that always made him/her able to participate in society. By losing all this, 
s/he will be judged and reflected upon different than before and  s/he loses his/her personhood as it 
used to be.  
 
However, there is another side to this that should not be forgotten, namely the fact that in social 
interaction always multiple parties are involved. If one cannot fully partake in society anymore, this 
does not mean automatically that ‘society’ leaves this person alone. A new personhood is created 
within the framework of dementia: a framework in which for example reciprocity is not expected as 
before, neither as a well-functioning memory. Although there is often no longer reciprocal interaction to 
be expected from the dementing person, in the Herbergier all guests are being visited by their family, 
and some also by old friends. Goffman’s (1956) theory about deference and demeanor for (re-
)establishing relationships is interesting in this case. I will cite him again (as in chapter 1): “By 
expressing oneself to be a well or poorly demeaned person, an individual simultaneously bestows or 
withholds deference to others. The reciprocal nature of deference and demeanor is such that 
maintaining a well-demeaned image allows those present to do likewise as the deference they receive 
obligates them to confer proper deference in kind. Each is rewarded for his or her good behaviour by 
the deference that person reaps in turn. Yet, whether or not an individual is judged to be well 
demeaned is determined not by the individual himself but, rather, by the interpretations others make of 
his behaviour during interaction” (Goffman 1956 in Applerouth & Edles 2008: 484-485). When one 
gets dementia, at least in the cases I observed, demeanor does not matter anymore. With the disease 
as ‘excuse’, (almost) all kinds of behaviour are accepted – or at least one will not get judged by his/her 
behaviour personally by his relatives and caregivers. As employee Dennis once said: “I can’t wait to be 
old, because then I can unabashedly squeeze women’s breasts” – as a reaction on such an incident 
with guest Hans. Dementing people in the Herbergier are not blamed for bad-demeanor, because 
‘they can’t help it’. It is the same as with the non-reciprocity: they can not help it. Their personhood, 
that they built up in the past, gets replaced by a new kind of personhood, in which patience and 
understanding from the side of ‘the other’ (staff or family) play important roles. There are no or at least 
less social values and norms in this new created personhood.  
 
This new personhood is not just created by caregivers, but also by family. The image of their relative 
will not for everyone stay the same as it was before, as show the examples of family members who 
say they would probably visit less, if their parent’s personality would change even more in a way that 
does not fit their image of him/her. If family clearly sees a different personality, as Usi (daughter of 
Bob) and Maud en Inge (daughters of Jan), this will affect the personhood that they ‘grant’ their parent. 
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In Annie’s case this is different, because according to her daughter her personality did not change  
[ 00:27:27 – 00:28:02 ]. However, she does mention the fact that the roles changed [ 00:45:26 – 
00:55:04 ], which indicates a clear difference in how she sees her mother. This shows that a 
dementing person will lose his/her personhood as it used to be anyway, because the person is judged, 
reflected upon and approached different than before s/he got dementia.  But as long as s/he keeps 
being visited, is being negotiated with, and taken out into society, as is the case with the guests in the 
Herbergier, s/he takes part in social life. Although maybe not ‘fully functioning as a member of society’ 
(Appel-Warren 2014
8
), so personhood disappears, but, depending on one’s social environment, is 
replaced by a new kind of personhood. 
                                                     
8
 http://www.lauraappell-warren.com/personhood-self-and-identity.html 
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4 – Conclusion 
The question that formed the foundation of this research is in fact threefold. To answer the main part 
about the consequences of dementia for one’s personhood, we first had to look at what dementia does 
to one’s personality and what this means for his/her social environment. These two steps were 
required, because personhood is a social construct that depends on one’s social environment, which 
in turn reacts on one’s personality. Now all these aspects come together. 
 
Dementia can be seen as an ‘unraveling disease’: step by step it unravels the ‘layers’ of one’s 
personality, of how the environment knows the person. These are aspects of one’s unique personal 
identity that one is not actively aware of, until the moment they start to change or disappear. This 
change of personality due to dementia means for his/her social environment in the end often the 
‘mental loss’ of a loved person as they know him/her. “You say farewell twice. … All the time you say 
goodbye to little things”, describes Tanja, daughter of Annie, this process of loss. First she has to say 
farewell to her mother on a mental level – in other words, of all the layers of Annie’s personality that 
change or disappear during the disease – and in the end, she has to take farewell again, but then on a 
physical level when also Annie’s body will give up and she deceases. 
 
This process of farewell often starts right away when a person gets diagnosed with dementia. “We 
were his children, but from the moment he got the diagnosis, the roles changed directly”, says Inge, 
daughter of Jan. This change of roles means breaking with long-known and taken-for-granted role-
patterns and expectations towards the dementing person. In other words, it means the disappearance 
of the person’s personhood as it used to be, and that will be replaced by a new one. This takes time. 
At the onset of the disease, relatives of the dementing person try to keep this person as much in the 
‘here and now’ as possible, by going against the experiences that the disease creates. For example 
Madeleine, daughter of Resi, explains that: “In the beginning I contradicted her when she saw things 
that weren’t there, by saying that it wasn’t there. But in the end, you just go with it”. By going against 
the delusional ideas of the dementing person, relatives try to keep the person out of their ‘delusional 
world’, and in the ‘normal’ world. However, delusions are a well-known part of dementia and hard to 
stop, so, as Madeleine says, in the end the social environment will often go with it, and try to join in the 
delusion, to share a reality that is not theirs. This is also made clear by Tanja: “She often thinks that 
she sees her mother. In her experience that’s the truth, so who am I to say that it’s not so? And then I 
try to join her in this experience. That’s something you’ll have to learn in the first few years, because in 
the beginning you will correct her, but that only will make her more upset”. 
 
Relationships between a dementing person and his/her relatives and caregivers can be called 
ambiguous. Reciprocity, something really important in social relationships, changes and often 
disappears – depending on what is expected. If one is satisfied with a smile as a response to his/her 
visit, then there is still a kind of reciprocity. However, in no way this will be on the same level as it used 
to be, and again this is about dealing with adjusting expectations and saying farewell. The ambiguity of 
the relationship is to be found in the unbalance between on the one hand the ‘healthy’ person with 
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his/her memories about the dementing person and their former relationship, and the meaning s/he 
gives to that relationship, and on the other hand the dementing person who is still there in his/her 
physical appearance, but who is losing all these memories and meanings, and most learned behaviour 
and skills. The relative maintains the relationship with an ever-changing person, a relationship without 
continuity and certainties. By maintaining this relationship and recalling his or her 
mother/father/husband/wife as s/he was, the relative in fact also keeps part of the personality of the 
dementing person alive, for him/herself and acts on behalf of him/her. Where the diseased person is 
not able anymore to perform his/her own personality, the social environment does this by maintaining 
the relationship and by doing that they ‘project’ this person’s personality on him/her. This means that 
the social validation of this person is conserved by his/her relatives, for they still approach him/her, as 
far as possible, as the person s/he used to be. This, in turn, means that his/her personhood remains 
intact. 
 
With caring staff it is a bit a different story. Where the family-guest-relation might be seen as based on 
love, loyalty and obligation, the staff-guest-relation is based on a professional base, trust, and daily 
contact. For they have a shorter history with the dementing people, they only see change over time 
during and due to the disease, whereas family sees change over a longer time and has to cope with 
this change of roles. This changing of roles also means defining oneself as a relative again, as the 
dementing person’s role of parent always defined who this relative was. Now this role changes or even 
(partly) disappears, children have to define their own position again, what can be really hard as can be 
mentioned when Tanja tells about it [ 00:45:26 – 00:55:04 ]. For caring staff their role is clear: they are 
there to help the dementing people in their daily care, and with this they try to provide them a living as 
‘normal’ and independent as possible
9
 - in fact a new normality is created in the protected environment 
of the Herbergier. Although the relationship between staff and guests could formally be called 
‘professional’, it is much more than that. There is daily contact between them, more than with family or 
other relatives. This means that staff gets to know the dementing person way better, while family, of 
course, better knows the person this dementing person was before. Sometimes caring staff knows 
about a guests’ background, but often this does not play a big role: it is about ‘here and now’. 
However, as already mentioned, the situation in which Annie became rebellious and angry during daily 
care, shows the importance of knowledge about one’s background.  
 
When it comes to the process of loss of personhood, Davis (2004) describes the role of others (for 
example caregivers and family) as follows: “… if a carer feels that the person they had a relationship 
with exists no more, then they themselves are directly involved in the dissolution of personhood” 
(Davis 2004: 376). Hence, a person’s social environment (family, friends, caregivers) is very important 
when it comes to personhood: when a dementing person would stand on his/her own, there would be 
a way bigger chance of getting totally excluded from society and becoming a ‘nonperson’, as Leibing 
(2006) names it. Although anthropological literature on topics like personality, personhood, self, and 
                                                     
9
 According to the vision of the Herbergier, guests should be able to live their former life as much as possible. My 
observations are that they will only get help when it’s needed, and are challenged to try or do as much as possible 
themselves, to stay as independent and self-controlled as possible. 
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identity all go in the direction of saying that when a person changes that much that s/he cannot 
partake in society anymore, s/he will get excluded completely from it and will therefore lose his/her 
personhood, this research shows that this is not exactly the case with the dementing guests of the 
Herbergier. It has to be said that a person with dementia cannot function in society independently, so it 
there is exclusion on the one hand. On the other hand, in the space of the Herbergier an own kind of 
society is to be seen, of which they are a full member. Because of the efforts of their social relations, 
which the guests owe to how they and their personality were perceived and judged before they got the 
disease, they stay part of society – be it only in the protected niche the Herbergier is, where they do 
not carry any responsibility. Inside the social space of this institution people are dealt with in another 
way then outside of it. In the Herbergier a new normality is created in which the guests are accepted 
and seen for the persons they are, be it with dementia. Caregivers give them structure, provide care, 
and accept the ‘worlds’ in which the guests live. Besides the way guests are treated during daily care, 
the specific vision contributes to the atmosphere of this new normality, for example by the use of the 
word ‘guests’ instead of ‘patients’, and by taking guests out into ‘normal’ society on a daily basis.  
 
Perhaps one of the most important aspects of the Herbergier’s policy that contributes to their new 
created normality is the fact that the physical decline of the guests is not compensated by extensive 
suppressive medicines, as is often being done in regular nursing homes. Several times I spoke with 
staff-members or family of guests who had other experiences in regular nursing-homes for dementing 
elderly. Besides the use of medicines, it seemed to them that because there was no time to go out 
with patients, or for personal attention at all, the health situation of the patients deteriorated faster than 
it does in the Herbergier. This might also be the case in other regular mental health care institutions. I 
cannot make statements in this regard for my research did not go beyond the Herbergier, but if it 
seems to be like this, one could say that when a persons’ disappearing personhood gets replaced by a 
new kind of personhood, this means in fact that a person would have more chance to live longer in a 
more healthy state.  
 
To summarize, dementia means a changing or even loss of personality, including loss of learned 
behaviour, because of what a person cannot function in society as s/he used to do. This means that 
this person will be seen and approached different by others than before. His/her personhood will get 
affected by this and disappears in the way it used to be. For family the changing and disappearing 
personality is hard to deal with (and this again affects the personhood of the dementing person), and 
when they cannot take care of their relative themselves anymore, the choice to ‘bring’ their relative to 
the Herbergier is a very conscious one, because of its specific vision. In the social space of the 
institute the Herbergier, a new normality that is formed that creates a new personhood for the guests 
that are living there. This is possible because of small-scale private character of the Herbergier with a 
specific vision, that includes a lot of time and personal attention for all guests. By the personal 
approach of the caregivers towards the guests, the personhood is created, and this goes hand in hand 
with an eye for the remained parts of one’s unique personality. 
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